I
n this article, I review my personal odyssey in dealing with Hodgkin's disease over the past 8 years in an attempt to share insights on coping with illness. My purpose is to help physicians both professionally, as they interact with patients, and personally, as they face illness themselves or help a family member, colleague, or friend face illness. I then review Elisabeth Kubler-Ross's writings on adaptation to illness and discuss their implications.
PERSONAL ILLNESS FROM A PHYSICIAN'S PERSPECTIVE
In August 2000, I had some trouble with my teeth and noticed swollen lymph nodes on both sides of my neck. Th e initial impression was that these lymph nodes probably related to localized dental infections. Oral antibiotics were started. Lymph nodes on the left plus some small button nodes on the right immediately went away. Unfortunately, the lymph nodes on the right were replaced with large, spongy lymph nodes that continued to grow. I remember thinking that this was probably not good and I might be facing a serious illness.
In October 2000, I underwent fi ne-needle aspiration of the right-sided lymph nodes, which revealed large atypical cells, with positive staining for CD15 and CD30. Th e diagnosis of Hodgkin's disease was fairly certain, even before a confi rmatory biopsy had been done. It is fascinating that such a small amount of fl uid-no more than 0.5 cc-could provide so much information. Modern medical technology is truly amazing. Waiting for the results of that test was very anxiety provoking. Physicians order tests all the time. Results of those tests can be delayed for a variety of reasons-delays in processing, people on vacation, not getting information relayed. It should be remembered how patients hang on information that is pending.
A lymph node biopsy performed on Halloween 2000 showed nodular sclerosing Hodgkin's disease. Th is was my "you have cancer" moment. Th e diagnosis was followed by a slew of tests: blood tests, bone marrow biopsy, chest x-ray, pulmonary function tests, total body computed tomography (CT) scan, nuclear medicine cardiac imaging study, and positron emission tomography (PET) scan. Let me suggest that one test per day is a heroic event for patients. Putting patients through multiple tests per day, or tests every day for a week, is physically and emotionally taxing. I also had the odd experience of looking at my own test results and attempting to interpret my own clinical data. Th is information is looked at with an entirely diff erent degree of scrutiny when the results infl uence one's own personal health.
When I underwent a port placement several weeks later, I came to understand what it is like to be a patient and be cold. Hospitals are cool year-round for the comfort of the staff , but not necessarily for the comfort of the patients. Cold is a terrible sensation, and once you get cold, there is no going back. Physicians need to encourage patients to protect themselves from the cold. Wearing hats, clothes with multiple layers, gloves, socks, and shoes are all useful dressing techniques. An insulated running suit is warm and comes on and off pretty easily.
I also experienced delays with scheduled procedures. Many times in hospital settings, patient procedures are delayed: doctors are late, operating rooms are full, things happen. But patients are almost always on time and are asked to wait and wait and wait-often, with no explanation. It is important to be sensitive to patients' time. Illness frequently robs patients of precious time, which can never be recovered.
I began chemotherapy with ABVD (Adriamycin, bleomycin, vinblastine, and dacarbazine) on November 17, 2000. Although at fi rst I felt fi ne, within 2 days I had the worst fatigue I had ever experienced. My second chemotherapy infusion had to be delayed because of neutropenia. Th at night, I gave myself my fi rst Neupogen injection and several hours later experienced excruciating back pain, a known side eff ect of the drug. Later experience with chemotherapy brought on nausea and vomiting, since antiemetics weren't given until after the chemotherapy. In January 2001, I had vinblastine neuropathy associated with numbness and tingling in my fi ngers and essentially no feeling in my feet. In February 2001, I also had episodes of shortness of breath that required time-consuming repeat pulmonary and cardiac tests. Th ese tests were much more diffi cult to endure the second time, when I felt really bad. Bleomycin interstitial lung Psychological adaptation to illness: a personal odyssey and suggestions for physicians disease was diagnosed. Th e lesson is that chemotherapy, while eff ective, has an endless list of unavoidable complications.
By the time of my eighth and last treatment, 4 months into the treatment process, I had confronted many complications. I had the thought that I may well be getting better, but the medications' signifi cant side eff ects made me feel bad. Th e patient is always balancing these obligatory side eff ects with the benefi cial eff ects of the treatment. On that delicate scale, one side may dominate depending on your emotional state. Trying to downplay patients' complications in light of treatment success is not always appreciated.
Chemo-brain was an additional side eff ect I began noticing after my last treatment. I was not nearly as sharp as I had been in the past. My memory, which had been good previously, was fading. I distinctly remember watching Jeopardy. Th e answer would come up and I realized that I used to know the question, but at that moment I couldn't bring it to mind.
In April 2001, I started radiation therapy, receiving roughly 3000 cGy in 17 treatments over about 1 month. My radiation oncologist explained that the fi rst 10 treatments would not be bad, but I was not going to like him from treatments 11 to 17. Around that time, the back of my throat and my esophagus were damaged and salivary gland function disappeared. It was diffi cult to swallow and diffi cult to eat. Nothing tasted like I thought it should. When radiation was complete, I was as elated as if it were a graduation day. It was a sentinel moment.
Both at the end of chemotherapy and at the end of radiation therapy, I had repeat imaging studies (PET and CT scans). Both showed that the treatment had worked. Th e malignant lymph nodes appeared to be gone. Th e tests themselves, though, were scary events. I had to have quarterly scans for 3 years, followed by biannual scans for an additional 2 years. Th e cost of this follow up is time and anxiety. Th e thought of recurrence never really goes away. Th e prospect of having to repeat the diffi cult therapy (perhaps with even stronger doses and more side effects) seemed unfathomable when your physical and emotional energy is so drained. Th ere were times when I did not want to get in my car to go to my appointments; I didn't want to face the potentially adverse test results.
My fi rst scare occurred in October 2001. I had a new cough. PET imaging showed a huge spot in the right lower lung fi eld. I was assured that lymphoma of that size was unlikely to occur so quickly. Other studies were done. Chest x-ray was negative. CT scan raised the possibility of a faint infi ltrate. I was put on empiric antibiotics. Repeat PET scan 10 days later was negative. I can remember thinking that the cancer surely was back and that previous treatment was null and void. Fortunately, despite this scare, I have never had a recurrence.
Although I am a "treatment success," the eff ects of my treatment remain years later. Since June 2001, it has been clear that while the numbness and tingling in my fi ngers could be managed, the neuropathy in my feet was not going away. Th is complication is potentially lethal. Stairs, uneven ground, and curbs all present signifi cant threats. Medications have had no favorable eff ect. Radiation, too, has had long-lasting negative eff ects on the blood vessels in my jaw. I have had continued dental issues and have attempted implants several times, with each attempt at implantation or implant removal for failure requiring at least 6 months between procedures. Th e implants have either failed to integrate with bone or become infected.
Cure is a diffi cult and scary word. Many cancers have no real cure rates; recurrence rates are never zero. My constant thought, probably for emotional reasons, is that I still have Hodgkin's disease. At the moment, no recurrence can be found, but it is still there.
So far, I have focused primarily on my physical responses to disease and its treatment. I have also had to adapt psychologically to this life-changing set of circumstances. Let me now discuss what I have come to understand about psychological coping, both from personal experience and from review of medical literature.
THE THEORY OF PSYCHOLOGICAL ADAPTATION TO ILLNESS
Elisabeth Kubler-Ross, MD ), a Swiss psychiatrist, wrote more than 20 books, including her landmark work, On Death and Dying (1) . Th e follow-up book, On Grief and Grieving (2), was published posthumously. Several of her books addressed psychological adaptation to illness as well. It is clear that the same emotions that occur in death and dying, grief and grieving also occur as part of the psychological adaptation to illness.
Th e fi ve stages of grief are outlined in the Table. I would add a sixth stage (fear) in between anger and bargaining. Many people focus on the stage of depression as the prominent emotional stage, but I'm not sure it is any more important than the other emotional stages that occur as part of adaptation.
Th e patient is not the only one going through these stages. The family does as well, as can health care professionals who are particularly close to the patient. Th e problem is a lack of psychological synchrony. At a given time, the patient may be in one stage and the family members in another stage, and the treatment team in yet another stage.
While health is about stability, illness is about variability and change. During chronic illness, there is no orderly progression from one stage to another. Adaptation is constant and changing. Sometimes people cycle through several of the stages at frightening speeds, only to return to where they began within a few minutes. When I have worked as an advocate for others with Hodgkin's disease, I have told them to expect these emotional changes. It can help them to know that these feelings are normal. It is also important for family members and health care providers to understand these psychological changes. Th ey can help explain seemingly erratic behavior during illness-such as when a patient signs a consent form for an imaging study or procedure and then refuses to go. He or she may have moved from the acceptance stage to an anger stage during the 5 minutes when staff left to arrange transport. Getting stuck in a stage of adaptation At any point, one of the psychological adaptations to illness can dominate. Patients may be "stuck"-stuck disbelieving, angry, fearful, bargaining, or depressed. Th at stage becomes an entirely new illness, in addition to the initial illness that started the process. Th e patients can rarely think of anything else and become paralyzed by their emotional state. Of course, getting stuck in acceptance, although a rare occurrence, would be a sign of psychological health.
Being in this stuck state creates problems. Patients stop activities important for their well-being: they don't eat, interact, promote self-care, keep their appointments, exercise, go to church. In this sense, the disease can beat you up mentally and emotionally long before it beats you up physically. I have in my own mind tried to diff erentiate between sickness and illness, in which sickness is how you feel physically and illness is how you feel psychologically. Negative emotional states can lead to patient-induced sickness.
When patients are stuck, they need to be lifted out of that psychological stage, and a new mood must be established. Even a move from depressed to angry is good. What can be done? Th e patients' personal support group of family and friends can look for this and then encourage patients to become active. Th ey need to get involved in activities that are important to them, whether related to their job, hobbies, recreation, church, patient support groups, or advocating for others. Th ey need to do things that are fun and meaningful. Patients need to be told that even though they have a disease, their life can still be normal.
When serious illness occurs, patients become the focus of everyone's attention. Th ey may feel that they live in a cave, with all attention directed inward. Th is is a very lonely experience. Patients will do much better if their energy is directed outward, toward others. People do best when they're focused on others rather than themselves.
THE ROLE OF FAMILY AND FRIENDS IN SUPPORTING THE PATIENT
It can be very diffi cult to deal with some diseases with maximal support from family and friends; coping and adapting would be nearly impossible without that support. Family and friends are there to provide help and emotional energy.
I encourage patients and spouses to remember their wedding vows. When their husbands or wives are entrenched in serious illness, those vows become even more important than they were on the wedding day many years earlier. Th e "for better or worse," "in sickness and in health," and "until death do us part" confront them in very concrete ways. For the patients, having a supportive spouse makes all the diff erence. Young children have virtually no coping skills and may act out. Other issues arise with adult children. Th e parent-child role reversal may create confl ict.
Th ere is a huge diff erence between friends and acquaintances. Friends are present and involved when needed, no matter how uncomfortable the situation, and are quiet and remote when they are not needed. Acquaintances are the opposite: they are not there when times are diffi cult; they are there, sometimes in an overbearing fashion, when things are going well.
One role of the spouse and family is to be a second or third set of ears to hear the message and ask questions during physician encounters. Sometimes when we get ill, we don't listen very well. I distinctly remember having episodes where I went home and said, "I really wonder why the doctor did not talk to me about this." My wife responded: "He did. You just don't remember it." Physicians also need to be aware of this issue when discussing care with their patients.
Another role of the support group is to change the patient's emotional state when he or she is stuck in a paralyzing adaptation state. However, help can go in both directions. Sometimes the patient may be in the best emotional state and can be the advocate for family and friends.
At some point in time, your loved one may face serious illness, and you may part of his or her support group. Pay attention to what is going on, physically, emotionally, and psychologically.
WHAT PHYSICIANS CAN DO TO SUPPORT THE PATIENT
I encourage physicians to ask their patients with serious illness how they are doing-and really mean it. Patients can tell if that question is just an opening comment or is sincere. Th ere are many answers to that question (physical, mental, and psychological), so the same question may elicit diff erent answers depending on the patient's state. Patients are looking for someone to help them cope with their illness. A particular patient encounter may be a sentinel moment to allow patients to open up.
A couple of months ago, a patient came into the offi ce as he was approaching dialysis. He was in complete denial that he had illness. When I asked him how he was doing, I got the perfunctory "I am doing okay." I said: "No, you're not." You are not coping with this well at all. How can I help you get through this process?" At that point, he broke down in tears and admitted that he was not doing well. Sometimes we have to look beyond the spoken word for answers.
It is also important to establish credibility with patients. Often patients are aware that their doctor has no concept of what they are going through physically or emotionally-regardless of how eff ective he or she is at prescribing therapy. Establishing credibility involves empathy. It is an active and ongoing process. My approach has been to tell the patients early on that I know that they have a lot of questions and may be confused. I encourage them to trust me as they take the fi rst steps in treatment, since I am working in their best interests. I will explain more to them as treatment proceeds. Patients need help with decision making when they are fi rst diagnosed. Th ey are in no mental, emotional, or psychological state to make important decisions. Th ere is a delicate balance between being overbearing in one's care and apathy. We would like patients to be appropriately involved-not too much, not too little. Trying to dictate their care is not good, but being unconcerned about their care is not good either. Family members are often in the same situation.
CONCLUSION
Th ere is disease diagnosis and then psychological adaptation. Th ere is treatment and a new psychological adaptation. Complications from treatment occur, and there is yet another psychological adaptation. Some patients face nonresponsive or recurrent disease and still another psychological adaptation. It can be diffi cult to know where the patient is. Some patients may feel that the illness is more than they can handle. Many of us are brought up with the view that we can fend for ourselves. If we grit our teeth hard enough, we can get through almost anything. For some illnesses, that is not the case. Support is needed in order to cope.
I encourage physicians, whether acting as a caregiver or a support for a loved one, to pay attention to patients' emotional state and needs. Ask how the patients are doing. Physicians will have to deal with all psychological components of illness as part of their medical care, not just their physical care. Th ese issues arise as well as we deal with self, family, friends, and colleagues.
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